Self-treatment of haemophilia at home is becoming a widely practised alternative to the provision of outpatient treatment at special centres. The clinical advantages of home treatment are that it reduces the delay before therapy can begin' and reduces arthropathy.2 Among its other advantages are the capacity to reduce time lost from school and work3 and to minimise the haemophiliac's dependence on outpatient clinics.4 The benefits to the patient also include freedom from the disruptions associated with having to make emergency trips to hospital and reduction in the treatment delays and pain which such crises entail.5
In the literature on the psychosocial difficulties that arise during patients' adaptation to haemophilia, there are three problems on which a home treatment programme was expected to have a major impact. These are:
(1) The limitation of the educational and occupational opportunities of haemophiliacs.
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(2) The pattern of dependence on family, on friends, and on clinical staff resulting from treatment requirements and disability associated with haemophilia.'0 (3) The constraints on the development of functional skills1' and on the ability to take part in high-risk activities.12 The impact of self-therapy on educational and occupational opportunities may lie in the ability of the patient to treat himself at home, at work, or at school. The direct and indirect costs of treatment, including enforced absence from work or classroom, will be reduced. In the long run, the continuity of the individual's work or education may be improved. As the absence of this continuity has been a major barrier, home treatment should increase both educational and vocational attainment. However, these potential benefits have to be weighed against the costs of home treatment. The latter include the logistical, social, and psychological problems of performing venepunctures without direct clinical supervision at home or at work. The small sample and limited duration of the study restricted evaluation of the longer-term impact on occupational and educational opportunities. However, some immediate advantages (such as a saving in time away from school or work) and disadvantages (such as the problem of obtaining help outside the clinical environment) were documented.
The second group of benefits which may result from home therapy are the increased control which the patient may achieve over his own treatment and the decrease in his dependence on the centre. These benefits have to be weighed against the social, psychological, and economic costs of the involvement of family and friends in the treatment. Dependency relations may simply be refocused away from professional helpers and towards members of the patient's informal network. In the study, measurements were made at four points in time of changes in patterns of perceived dependence. Finally, the study looked at the impact of home treatment on the patients' functional abilities and their willingness to take part in activities seen by them as involving greater risks. At the beginning of the study, the patient's degree of disability was documented by measuring the range of motion for shoulders, elbows, hips, and knees.'3 These measurements were repeated on three subsequent occasions. Data on the patient's treatment experience before the study period were obtained from a review of clinical records.
Extended unstructured interviews were also conducted with London patients and selected members of their families; these provided more specific information on problems of adaptation and changes in attitude related to home treatment. In addition, specially designed records documenting the factors associated with each bleed and treatment were completed by each patient and posted to the clinic. Data from these diary sheets were used to record information on cause and site of bleeds, delay before treatment, and recovery time. The duration of the home treatment study obviously did not allow prospective evaluation of the impact of home treatment on educational opportunity. However, the educational background of the participants might have been expected to influence their adaptation and response to home treatment. Patients were grouped into three educational categories (Table 1) . Clinical responses to home treatment after three and nine months did not systematically vary in relationship to the patient's level of education. However, among the seven patients who were still enrolled in school or occupational courses, there was a reduction in time lost through treatment of and recovery from bleeds.
It has been suggested that occupational status may affect a haemophiliac's initial capacity to adjust to his disability and to the specific limitations of home treatment. To facilitate rough comparisons, the participants were grouped into five general occupational categories (Table 1) . Respondents in most categories indicated that they continued to treat the majority of bleeds at home, despite the availability of treatment in their places of work. Patients whose employers or fellow workers were not aware of their condition, or who worked in areas where it was difficult to initiate treatment, experienced more problems with self-therapy.
ADVANTAGES AND DISADVANTAGES OF HOME TREATMENT
The patients' evaluations of the advantages and disadvantages were recorded before and after home treatment. Their responses provided a number of insights into the social, psychological, and organisational factors which influence the perceived efficacy of home treatment. In the interviews, the respondents were asked to rate the level of importance of five major advantages of home treatment on a three-point scale.
The two advantages rated as most important were the reductions in time spent travelling for treatment and in time lost from work. The patients' evaluation of the importance of the reduction in travel time increased after three and nine months of home treatment. Their perception of the importance of this advantage is supported by the analysis of individual treatments. This shows marked reductions not only in travel costs but also in the total costs of managing individual bleeding episodes.*
The benefit of home treatment ranked third was reduction in time lost from social activities to treat bleeds. Advantages associated with reduced dependence on the treatment centre and on members of the family were rated as fourth and fifth (that is, less important than reduction of direct and indirect time and monetary costs).
The TII, TIII, and TIV questionnaires included four structured questions asking the participants to rate the importance of possible disadvantages of home treatment associated with the preparation of materials, administering treatment, increased family involvement, and lack of medical supervision. The potential disadvantages which were perceived as being 'somewhat important' before home treatment began were the preparation and administration of treatment materials; one-quarter of the patients expressed concern about preparing and administering materials without clinical supervision and about obtaining assistance from members of their families in performing venepunctures. During home treatment, three patients reported difficulties in transporting and storing materials. However, all patients rated these disadvantages as unimportant after three and nine months of home treatment.
In response to open-ended questions after three and nine months of home treatment, respondents were able to describe specific changes in their own patterns of symptomatology and dependence. After three months, over half of the patients were able to cite specific examples of their increased capability to respond to the symptoms of an oncoming bleed more rapidly. Four respondents mentioned that whereas previously they had frequently left developing bleeds untreated because of the problems of obtaining * The mean cost of work and leisure time lost per bleeding episode for Oxford patients dropped from £72-50 during centre-based outpatient treatment to £48 after three months and £38 after nine months of home treatment. Among the St. Thomas's patients the cost per bleed dropped from £34-50 during outpatient treatment to £26 after three months and £22 after nine months of home treatment.
immediate treatment, with home therapy available they were in a better position to begin treatment when symptoms first appeared.
Another common theme was the impact of home treatment on the patient's capacity to plan his activities and minimise demands on friends and family members. More than half of the participants cited the effect of home treatment in minimising social opportunity costs, direct financial costs of transport, and lost work time. Among the most immediate effects were changes in the patients' capacity to organise their time and plan social activities in advance. Of the 28 patients, 15 (54%) referred to these advantages before home treatment and 24 (86%) after three months' treatment. Increased mobility and greater confidence and willingness to become involved in social activities were also mentioned.
Patients were also asked to describe changes in their functional abilities and willingness to take risks. Descriptions of high-risk activities and personal adaptation to these risks varied greatly from one individual to another, as did the activities avoided because of the level of associated risk. The majority of respondents indicated that it was difficult for them to identify a set of activities which constituted 'normal' functions because their experience had restricted the range of activities perceived to be 'possible'. However, specific questions on the use of public transport and on holiday travel were included to investigate changes in these areas of functional ability. Only two of the nine patients who had described themselves as 'unwilling' to use public transport during outpatient treatment altered their evaluation of the associated risk during home treatment. However, the patients' willingness to take risks associated with travelling and going on holiday seems to have been more directly influenced by the home treatment experience. The proportion who indicated that they were willing to travel away from the vicinity of their centre rose from 10 (36%) during outpatient treatment to 23 (82%) after three months and to 100% after nine months of home treatment. Changes in attitudes to travel may reflect the effect of available home therapy in minimising the logistical problems, rather than any fundamental change in attitudes towards risk-taking.
FAMILY SUPPORT AND DEPENDENCY RELATIONSHIPS
A central issue in assessing the impact of home treatment is the effect of involving spouses, parents, or other members of the household in therapy. Recent literature examining the role played by the family in home therapeutic regimens has focused on the effect of giving prime control of treatment to the Joseph M. Kaufert patient or another member of the family, the pressures on those who are helping with the treatment, and the impact of the treatment on dependency patterns within the family.'4 The way in which members of the family or household are involved in treatment has been identified as a significant variable in home therapy; giving the helper the dominant role in treatment may give a disproportionate amount of initiative, responsibility, and control to a family member or friend and reinforce the patient's dependent status."5
To avoid creating a situation of that kind, each participant kept control of his own treatment regimen. Members of the family were either brought in for parallel training during the clinical treatment phase or trained by the haemophiliac himself. During the training phase of outpatient treatment, the staff of the haemophilia centre assessed the potential contribution of the network of family members and friends. Family support and the presence of members willing to become involved in treatment were frequently mentioned by clinical staff in explaining variations in the patients' adaptations to home treatment. Another crucial advantage of home treatment was that it increased the patient's control in performing basic self-care functions. He was better able to plan his requirements for assistance from family and friends, and crises emphasising his dependency and inability to exercise control occurred less frequently.
Family members were involved in two areas of home treatment: setting up and preparing the freezedried material, and doing the venepuncture. After the three-month centre-based training phase of the project, 16 (57%) of the participants had one or more individuals in their families or households, or had access to a school nurse or occupational health nurse, able to assist with the preparation of treatment materials. However, open-ended questions were included to allow participants to elaborate on the specific tasks for which they most frequently needed help. Although there was great variation among individuals, functions such as dressing, eating, and washing were the activities for which assistance was most frequently required. More complex functions such as shopping, gardening, and repair work were also mentioned. Wives and parents most frequently helped with these.
Although 82% of the respondents felt that home treatment would minimise the period of disability associated with a bleed, most foresaw situations in which they would continue to be dependent on members of their household for assistance with activities of daily living or for help with treatment. Seven patients emphasised in the open-ended interviews that changes in patterns of dependence had to be evaluated in the light of experience of longer-term effects.
The limited duration of the home treatment and the reluctance of participants to respond to projective psychological tests influenced the decision of the study team to use a simple summary measure of patients' perceptions of their level of dependence or reliance. After the detailed elaboration of situations in which they required assistance, respondents were asked to describe their levels of dependence in terms of three summary categories. In this way, self-rated dependence was related to the detailed description of the respondent's need for assistance from members of his family or wider social network. Summary ratings of perceived dependence on others changed noticeably with home treatment experience ( The two youngest participants, whose mother was involved in the interview,
were not asked to rate their overall level of dependency.
between outpatient and home treatment would appear to substantiate claims that such benefits do exist. However, the observation period was too short to obtain data comparable to those available for hospital-based treatment.
Like the other measures of outcome, changes in the patterns of dependence exhibited by the participants can be interpreted only within the context of the limited duration of the study. Nevertheless, the degree of change observed with only nine months of home therapy does underline its significance to the patient. The short-term effect is seen in the immediate increase in the level of control a patient exercises over treatment and the decrease in the use of the treatment centre; the patient's ability to travel in areas without easy access to a centre is another indication of a decrease in dependence. His capacity to plan his activities, treat himself, and perform some self-care functions during bleeding episodes effectively minimises demands on friends or members of his family.
The evaluation of the effects of home treatment made by the haemophiliacs themselves emphasised that these outcomes were immediately experienced; more profound changes will require longer-term documentation. However, the London-Oxford study suggests that home therapy will influence the disability patterns of the present generation of haemophiliacs, particularly through changing their perceptions of themselves and their capacity to deal with the problems of their disease. As well as immediate, practical benefits like increased mobility and less time lost from work and school, the participants' greater confidence and willingness to become involved in social activities, and the decrease in their perceived reliance on others, indicate the direction of future changes in patterns of dependency, career development opportunities, and familial relationships among haemophiliacs.
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